Importance: Advance care planning can improve patientcentered care and potentially reduce intensification of care at the end of life.
T HERE EXISTS A PROFOUND
paradox in modern medicine at the end of life (EOL). Although most elderly patients prefer only comfort measures at the EOL, lifesustaining technologies are increasingly being used in the final stages of life. For example, most persons prefer to be cared for and die at home, [1] [2] [3] but in the Western world, the dying experience usually occurs in the hospital, and one-fifth of hospital deaths occur in an intensive care unit. [4] [5] [6] Most older patients value quality of life over the unnecessary prolongation of life through the use of technology. [7] [8] [9] [10] However, life support measures are often provided to patients during the final months of life, even when the patient or family prefers comfort care. 11 Advance care planning (ACP) is an ongoing process of reflection and communication in which a person who has decision-making capacity makes decisions regarding future health and/or personal care in the event that he or she becomes incapable of consenting to or refusing treatment or other care. 12 This process ideally involves discussions with health care providers, family members, and close friends regarding one's values and the health states one would find acceptable or unacceptable and establishing how much leeway the surrogate is given to make future "in the moment" decisions about one's care at the EOL. 13 The ACP process may result in a verbal or written advance care plan, which may include instructions about medical treatments wanted or not wanted at the EOL, as well as the values that guide these significant decisions (ie, an advance directive). It may also result in someone being nominated as a surrogate decision maker to make decisions for the person if they become incapable. The process encourages dialogue between patients; their family, friends, and surrogate decision makers; and the health care team.
Although there may be limitations to the validity and clinical utility of documented advance directives, 14 the conversations surrounding the ACP process are essential to providing patient-centered care. Moreover, ACP practices are associated with better quality of life for patients during the terminal phase of life, better outcomes for family caregivers, and less resource-intensive care at the EOL. [15] [16] [17] [18] [19] [20] Accordingly, many practitioners around the world have begun to embed ACP into health care. 21 A recent multi-institution evaluation of EOL care from the perspective of patients who had advanced illness showed that there are opportunities to improve timely provision of information about the patient's condition and discussions with the physician regarding final location of care and use of technology at the EOL. 22 To our knowledge, there has been no rigorous audit or evaluation of ACP from the patient or family perspective using validated questionnaires that assess the frequency of engagement in key ACP activities. Based on the Knowledge-to-Action model for knowledge translation, 23 the next steps for implementing strategies to improve ACP should include identification of gaps between knowledge and current practice in the local context. Thus, the primary purpose of this study was to determine, from the perspectives of acutely ill patients and their family members, the prevalence of ACP and its components before the index hospitalization and the concordance between patients' expressed preferences and prescribed levels of care as documented in the medical record. In addition, we assessed patients' and family members' overall satisfaction with EOL communication and decision making during the last 4 weeks.
METHODS
Between September 1, 2011, and March 15, 2012, we conducted a multicenter, prospective, study in 12 acute care hospitals in Canada. We administered a questionnaire during faceto-face interviews with patients and family members to assess the quantity and quality of ACP. We included a convenience sample of large hospitals in British Columbia, Alberta, Ontario, and Quebec. Hospitalized patients were enrolled if they had advanced pulmonary, cardiac, or liver disease or metastatic cancer (see eAppendix for details; http://www .jamainternalmed.com) or if they were aged 80 years or older and admitted to the hospital from the community for an acute medical or surgical condition. If none of these criteria were met, any patient whose death within the next 6 months would not surprise any member of his or her care team was also included. 24 These criteria define a patient population at high risk of dying during the subsequent 6 months. 9, 11 To provide a representative sample of each site's performance, we planned to enroll 30 patients and 30 family members per site.
Potentially eligible patients were identified by screening hospital records or by a referral from a member of the patient's health care team. When research personnel were available, we approached consecutive eligible patients and their family members from participating hospital units for their consent to participate. Patients unable to communicate for cognitive reasons and non-English-and non-French-speaking individuals (assessed subjectively by staff ) were excluded, but if family members were available, they were approached independent of the patient. Otherwise, enrolled study patients were asked to identify an adult family member who knew them best (inclusive of partners, significant others, and/or close friends) and who had visited the patient at least once during the current hospitalization. These same criteria applied to family members of eligible but nonparticipating patients. We timed our initial approach to be 48 to 120 hours after admission of the patient to allow for abatement of symptoms present at admission so that the patient and family could participate in an interview.
After obtaining written informed consent, the research assistant conducted separate face-to-face interviews with patients and family members. The details of questionnaire development and validation are described elsewhere. 25 Questions addressed their engagement in ACP both before and during the current hospitalization. We assessed the extent to which patients had completed elements of ACP, including thinking about the kinds of life-sustaining treatments they would or would not want, what their current preferences were, whether they had shared these preferences with anyone (and if so, with whom), and whether a physician had discussed their prognosis with them. We also sought to determine whether the patients believed that they had formally documented these wishes in a written advance care plan or directive, whether they had formally documented their choice of surrogate decision maker, and whether they had been asked about these prior discussions or written documents on admission to the hospital. We asked family members about their wishes for the patient, not a proxy assessment of the patient's wishes. To measure the quality of these decisions made near or at the EOL, we used a validated instrument to assess satisfaction with EOL communication and decision making, the Canadian Health Care Evaluation Project (CANHELP) Questionnaire. 26 We administered questions related to the domains that were relevant to communication and decision making (relationship with physicians, communication, decision making, and role of family). This questionnaire asked about level of satisfaction with specific aspects of care during the last 4 weeks (regardless of location of care). Demographic characteristics of the patients and family members (detailed in the eAppendix) were determined from direct interview of the patient and/or family or abstraction from the medical record.
Immediately after completion of the interview, the study nurse reviewed the medical record to determine whether there were any prescribed orders to withhold, limit, or withdraw lifesustaining therapies, the presence or absence of a standardized way to identify and store ACP documents, and any other documentation in the medical record of a discussion between health care providers and the patient and family regarding these issues. The documented treatment goals were abstracted in the same way they were elicited from the patient or family. When patients or families preferred "mixed" levels of care, this was considered concordant provided there was a mix of aggressive and comfort measures in the record.
STATISTICAL ANALYSIS
The overall prevalence of key components of ACP is reported for patients and family members as percentages of respondents and 95% CIs. The confidence limits were calculated by the Wald approach, using standard errors estimated by Taylor series linearization to account for the design effect of having the hospitals as the primary sampling unit. These estimates were calculated by the SURVEYFREQ procedure of SAS software (version 9.3; SAS Institute, Inc). 27 Crude agreement between stated preferences and prescribed levels of care was calculated as the percentage of patients whose stated preference matched their documented orders in their record. Patients who had missing preference data or missing documented orders were excluded from this analysis. For the CANHELP questionnaire, response options were as follows: 1, not at all satisfied; 2,not very satisfied; 3, somewhat satisfied; 4, very satisfied; and 5, completely satisfied. The "overall" satisfaction score is the unweighted average for all answered questions. The domain scores are the average of nonmissing questions specific to each domain. All scores were rescaled to range between 0 (worst possible value) and 100 (best possible value).
This study was approved by the research ethics board of each participating institution.
RESULTS
We approached 513 eligible patients and 366 potentially eligible family members during the study period; 278 patients and 225 family members consented, yielding an enrollment rate of 54.2% and 61.5%, respectively (Figure 1 ). For 95 of the 225 participating family members (42.2%), the corresponding patient participated as well. For 130 family members (57.8%), the patient did not participate, usually because he or she was too ill. On average, interviews occurred 3 days (interquartile range, 2.0-4.0 days) after admission. The mean age of the patients was 80 years, and 37.1% lived alone ( Table 1) . The mean age of the family members was 60.8 years; most were children of the patient (56.3%) ( Table 2) . Most patients and family members were white and spoke either English or French. There were significant differences in baseline demographics between participating and nonparticipating patients (Table 1) .
Before hospitalization, most of the participating patients and family members (76.3% and 81.7%, respectively) had thought about future care for themselves or their loved one. Of those who had, 88.7% of patients and 88.1% of family members had discussed these wishes with someone ( Table 3) . Most of these discussions were with another family member. Only 17.0% of patients and 18.2% of family members had discussed their preferences with a specialist physician, and only 30.3% of patients and 22.6% of family members had discussed their preferences with a family physician (Table 3) . Of those patients and family members who responded that they had discussed these wishes for care with someone before hospitalization, 55.3% of patients and 62.7% of family members said that they had discussed them with at least 1 member of the health care team that was caring for the patient during the index hospitalization (physician, nurse, social worker, or spiritual care worker). Before hospitalization, only 20.1% of patients and 33.2% of family members reported participating in a discussion about the patient's prognosis with a physician. Of participating patients, 47.9% reported having completed a written advance care plan, and 73.3% had been through a formally documented process of naming a surrogate decision maker (Table 3) . When family members were asked, 52.2% reported the patient had an advance care plan, and 72.1% reported that the patient had nominated a surrogate decision maker. On admission to the hospital, only 24.8% of patients and 31.7% of family members reported that they had been asked about these prior discussions or written documents.
Most patients preferred comfort care (30.6%) or a mix of comfort and full medical care that does not include resuscitation (30.6%), whereas only 11.9% preferred lifeprolonging medical care, including resuscitation, in the event of a deterioration in their health (Table 3) . Similarly, family members more commonly preferred comfort care for the patient (34.8%) or a mix of comfort and full medical care that does not include resuscitation (27.7%); only 14.7% preferred aggressive medical care, including resuscitation (Table 3) . Of the 276 patients who had expressed a preference for care, 77 (27.9%) did not have a written order in the record stating the goal of care. Of these, only 12 (15.6%) preferred aggressive medical management, including resuscitation. Of the 224 family members who had expressed a preference of care for the patient, 71 patients (31.7%) did not have a written order in the record stating the goal of care. Of these, 12 (16.9%) preferred aggressive management, including resuscitation. For the 199 patients and 153 family members who had expressed a preference for care and for whom a written goals-ofcare order was present in the patient's record, crude agreement between patients' and family members' expressed preferences and the documented goals-of-care order in the medical record was 30.2% and 31.4%, respectively (see eTables 1 and 2). The area of greatest discordance was that 28.1% of patients (56 of 199) preferred comfort measures only, but this preference was documented in only 4.5% (9 of 199) of stated goals (Figure 2A) . Among family members, 34.6% (53 of 153) preferred that the patient receive comfort measures only, but this was documented in only 17.0% (26 of 153) ( Figure 2B ).
The mean (SD) satisfaction score from the CANHELP surveys for patients was 69.1 (17.0) (eFigure 1) and for family members it was 61.0 (20.6) (eFigure 2). The lowest levels of satisfaction for patients related to discussion about future location of EOL care and what to expect at the end stages of illness. For family members, the Have you/your loved one formally designated someone, in writing, whom you/they trust to represent your/their wishes concerning medical treatment decisions in the event you/they are not able to do so? lowest levels of satisfaction related to discussions about the future location of EOL care and the use of lifesustaining technologies.
COMMENT
In this multicenter audit of ACP practices in 12 hospitals in Canada, we used a validated questionnaire to interview patients and families shortly after hospital admission to determine their engagement in key ACP process steps and preferences for EOL care. We then determined whether their preferences were accurately documented in the medical record. We found that the majority of patients and family members had considered and discussed the use or nonuse of life-sustaining technologies near the EOL and could clearly express their preferences for EOL care. However, there was very little effective communication about ACP between the patient or family and members of the health care team before hospitalization. Moreover, less than one-third of patients and families reported that they had been asked about their advance care plans on admission to the hospital. Of patients and families who reported a preference for the use of life-sustaining treatments, nearly 30% did not have any documentation of a preference in the medical record. When preferences were documented, in more than twothirds of cases the documented preferences were discordant with the patient's or family's expressed preferences. This level of discordance is remarkable given that documentation of preferences and the reports of patients and families occurred at nearly the same time.
Our results show high levels of patient and family engagement in core ACP activities, consistent with findings of other published studies. 28 The situation is markedly improved from 20 years ago when a survey of outpatients attending a general medical clinic found that very few patients had thought about EOL treatment preferences or communicated them to even a family member, and none had written down their plans. 29 However, there is still room for improvement. Barriers to engaging in ACP are emerging from qualitative studies and include personal barriers to discussing ACP, such as a fear of "tempting fate," a perception that the health care professional did not have time for the conversation, and fear of upsetting the patient. [30] [31] [32] [33] Reducing these barriers and encouraging patients and their family members to reflect on their preferences, communicate them, and record them in appropriate documents should be a high priority for health care systems. Resources to assist with this effort can be found on several websites. [34] [35] [36] [37] [38] Our results show that even when patients and families have thought about and expressed preferences for EOL care before hospitalization, members of the health care team that is caring for the patient during the index hospitalization are not discussing them with the patient or family members and these preferences are not documented in the medical record. Most commonly, patients and family members preferred less aggressive care than what was prescribed. In most settings, this may partially be due to the policy that "for resuscitation" or full code is the default position so that, in the absence of conversations early in the hospital stay, patients are prescribed treatments incongruent with their preferences. Aggressive treatment at the EOL has been shown to result in poorer quality of life for patients and family members, poorer quality of death, negative long-term consequences for the family, and wasted health care resources. 17, 20 Efforts to provide more patient-centered EOL care that is consistent with patients' preferences need urgent attention. Asking patients and family members Two patients with missing preference data and 77 with missing documentation were excluded; 199 of 278 enrolled patients (71.6%) were included in the analysis. The preferences were described and categorized as follows: (1) Despite the presence of advance directive legislation in most provinces in Canada, 40 our findings suggest that there are large gaps in communication, decision making, and documentation if our goal is truly to achieve patient-centered care. Patients' ratings of satisfaction with EOL care offer some suggestions for prioritizing our quality improvement efforts. Patients and families were least satisfied with the discussions they had with physicians and other members of the health care team regarding what to expect at the EOL, the location of terminal care, and the use of life-sustaining measures.
Although communication with physicians in the hospital about patient or family preferences occurred in only one-third of cases, communication with other health care professionals was strikingly low; less than 10% of patients and family members communicated their preferences for use of life-sustaining measures to nurses, social workers, and spiritual care workers ( Table 3 ). Given that the largest unmet needs of this population are emotional, psychological, spiritual, and informational, 21 expanding the time, availability, and engagement of allied health care professionals may be more effective and efficient than relying on conventional physician-led initiatives. Others have shown that trained nonphysician facilitators in collaboration with treating physicians can help significantly in engaging patients and families in ACP. 38 Moving these conversations from the acute care sector to community settings or primary care also seems sensible. However, these conversations do not commonly occur with family physicians either (Table 3) . If systems are not put in place to ensure the communication of previously stated preferences across the health care system, increasing primary care sector involvement in ACP maynotbeeffective.Understandingtheperspectivesofhealth care professionals on ACP is clearly important in closing the communication gaps and is the subject of another multicenter study by our group (the DECIDE Study). 41 To our knowledge, our study is the first large-scale evaluation of ACP from a patient and family perspective in the acute care setting. Previously published audits of ACP practice have relied on abstractions from medical record. 9 , 42 The strengths of this study include the use of validated instruments to elicit patient and family member perspectives, including satisfaction with EOL care in a large, clinically heterogeneous, multicenter sample and real-time, prospective measurement of concordance between patient preferences and prescriptions about level of care at the EOL, which increases the value and generalizability of our findings. The limitation of this work is that our sample is largely a white, English-speaking population sampled at a single time point in the hospital. We do not address communications, clarifications of goals of care, and actual care that may have been provided later in the hospital stay. Recruiting patients 48 to 120 hours after hospital admission may have resulted in a select sample by excluding patients who had died or been discharged before that time period. Furthermore, our data may not be generalizable to a broader communitydwelling elderly patient population because we sampled a select population of persons who were admitted to the hospital.
CONCLUSIONS
Our study of patients at high risk for dying and their family members has identified several gaps in communication and documentation in the care of these sick, elderly patients. For the most part, these patients and their family members have considered their wishes for medical treatments at the EOL, but there has been very little communication with health care professionals (either before or during hospitalization) and inadequate documentation of these wishes. As a consequence, there is a disconnect between patients' and family members' wishes for less aggressive medical management at the EOL and documentation in the patient record. More concerted efforts from all health care professionals and decision makers are warranted to narrow these gaps and improve EOL care. Investing in ACP is perhaps the single most important thing we can do as a society and as stewards of our health care system to improve the quality of care from the perspectives of patients and family members and to reduce health care costs at the EOL.
